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Chapter 1: Introduction
1.1 Introduction
This study was designed to explore parents opinions and experiences of
childrens learning disability services. This chapter presents the rationale
for the study and an overview of the subsequent dissertation.
Today there is pressure upon learning disability services to provide a high
quality service to a rapidly increasing population of children with complex
needs and learning disabilities. Recent advances in neonatal medical care
and technology have lead to an increase in medically vulnerable children
surviving with complex health needs (Corkin, Price and Gillespie, 2006;
Robinson, Jackson and Townsley, 2001). The resulting impact on the
families living with a child with complex needs creates a major impact on
family life, family members and relationships; ultimately this can lead to a
physical and emotional burnout for the family (Corkin et al, 2006).
Evidence has demonstrated UK social support services are not keeping
pace with medical advances (Robinson et al, 2001), resulting in an
increase in families who are caring for children with complex needs in
unsatisfactory situations, with parents carrying high levels of
responsibilities with little support (Robinson et al, 2001).
Current policy and legislation aimed specifically at families and children
with learning disabilities have recognised the above issues and have
aimed to offer services that provide better support for families. These will
take into account three priority areas, such as access and empowerment,
responsive and timely support and improving quality and capacity (Aiming
High for disabled children: better support for families, 2007). In particular
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current services are promoting the use of direct payments, individual
budgets and short breaks. However, whilst literature is limited in this area
it does demonstrate the low uptake of these new services (Swift, 2007).
1.2 Rationale For study
Despite the governments recent commitment to make disabled children a
priority both nationally and locally (Healthy lives, Brighter futures- the
strategy for children and young peoples health, 2009; The Childrens
Plan, 2007) the majority of current literature concerning childrens
learning disabilities is composed of descriptive literature reviews, with
limited empirical research attempting to look into parents experiences of
their services in relation to policy guidelines. We have had very little
insight into parents lived experiences, therefore this study aimed to
consult parents allowing them to voice their experiences of the services
they receive. This will enable a deeper exploration of parents perspectives
which can be used to promote reflection upon both the direction of future
services and nursing practice.
1.3 Study Aim and objectives
1.3.1 Aim
 The aim of this study is to explore parents experiences and
opinions of accessing current services for children with
learning disabilities, including direct payments.
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1.3.2 Objectives
1. To organise semi-structured interviews with parents of children who
access learning disability services.
2. To analyse the data collected using thematic analysis.
3. To highlight parents experiences, in order to understand why uptake of
direct payments has been limited.
4. To relate the findings to published literature and national policy.
5. To make suggestions for nursing research and practice.
1.4 Structure of Dissertation
Table (1) sets out the structure of the following dissertation.
Table 1 Structure of dissertation
Chapter Description
Chapter two Examines the relevant background
policy in order to identify
recommendations and the standards
currently set for childrens learning
disability services.
Chapter three Reviews the literature concerning the
issues which surround caring for a child
with learning disabilities, including an
examination of the effects that poor or
limited access to services has upon a
family as a whole.
Chapter four Presents the methodology and methods
used in order to gather and analyse the
data for this study. It includes a
discussion of the underlying
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methodology, the sampling technique,
ethical considerations and measures
taken in order to enhance the
trustworthiness of data.
Chapter five Presents the key findings from the
semi-structured interviews conducted
with parents. These findings are
discussed under the themes extracted
from data analysis.
Chapter six Provides a discussion of the studys aim
and objectives in light of the research
findings compared with the current
policy and the reviewed literature. It
also provides analysis of the studys
limitations and suggests indications for
further research needed that has
emerged from the findings.
Chapter seven Reflects on the research process, and
the main findings of the research.
Finally it offers an overall conclusion
drawing together the key elements of
the study.
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Chapter 2: Policy Context
2.1 Introduction
Over the last 40 years there have been significant developments in policy
and legislation concerned with learning disability services (Carnaby,
2007). This chapter will set the scene for the subsequent study by
presenting the historical development of policy in relation to learning
disability services.
2.2 Normalisation a Historical Perspective
The concept of normalisation is a key element to the guiding principles of
policy, although the word normalisation is not stated in policy itself, the
philosophy is reflected by policys commitment to provide person centred
planning (Valuing People, 2001).
Overtime attitudes changed towards people with disabilities this led to the
development of the normalisation philosophy which emphasised attention
should be directed at negating poor attitudes by helping people with
learning disabilities to take on valued social roles. The principle of
normalisation was not accepted in the UK until the 1960s. When, a
series of scandals at long stay institutions provoked campaigns which
fought for the rights of those with learning disabilities in Britain (Carnaby,
2007). However, with little policy behind normalisation it was unlikely
that this change in attitude had changed practice
The principle that children with learning disabilities have the right to live
normally within society was advocated by the white paper Better
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Services for the Mentally Handicapped (1971). This started the closure of
large institutions. However, Better Services (1971) lacked supporting
legislation until The National Health Service (NHS) and Community Care
Act (1990) set out community provisions for learning disability services.
It is important to consider how these policy developments would have
impacted upon parents. However, there is little evidence that looks at
parents experiences during this time. With the benefit of hindsight it may
be a misconception to believe that Better Services (1971) would have
created normalisation as we think of it today. Whilst it was a step
forward, community provisions remained paternalistic (Race, 2007).
Unlike Better Services (1971), Valuing People (2001) was born out from a
genuine desire by key stakeholders to promote positive changes in the
lives of people with learning disabilities (Fyson and Simons, 2003).
Valuing People (2001) aimed to involve an array of agency
representatives from statutory, voluntary and independent sectors, but
more importantly people with learning disabilities requiring local
authorities to establish Learning Disability Partnership Boards (LDPB)
(Fyson and Simmons, 2003). In theory parents opinions started to
influence strategic planning. However, in reality the inclusion of service
users in the planning process appeared passive and tokenistic rather than
active and meaningful (Fyson and Simmons, 2003).
Valuing People (2001) was an ambitious paper in comparison to its
predecessor and therefore any significant changes would need time to
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develop (Fyson and Simmons, 2003). Its principle aim was to improve
choice and promote the inclusion of people with learning disabilities.
Through the use of positive choice language, it provided the potential to
alter the way learning disability should be perceived. In comparison to,
Better Services (1971) and its accompanying legislation1 which aimed to
discourage exclusion rather than promoting inclusion. However, this slight
change in language needed to be recognised to influence services. A key
development highlighted as a method of achieving Valuing Peoples (2001)
key elements was to expand the use of direct payments.
2.3 Direct Payments
Direct Payments were extended for the use of parents and carers by The
Carers and Disabled Childrens Act (2000) their aim is to create flexibility,
choice and control by placing financial resources under the control of
disabled people and their families, challenging the assumptions about
power and dependency by redefining the purchasing-provider-user
relationship (Priestly, Jolly and Pearson, 2007). However, policy is
ambiguous in relation to direct payments, therefore uptake has often been
variable (Priestly, Jolly and Pearson, 2007). To increase uptake the
government published The Health and Social Care Act (2001) which stated
Local Authorities now had a duty2 to offer direct payments to eligible
individuals. However, the eligibility criteria of direct payments remain
vague (Ellis, 2007). In terms of practice, professional subjectivity may
have a significant influence on the take up of direct payments.
1 Disability Discrimination Act, 1995; Human Rights Act, 1998
2 Rather than the option
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The above policy and legislation is non-specific to childrens services, the
following section will discuss what support services the government has
specifically aimed at children and families.
2.4 Delivering Services to Children and Families with Learning
Disabilities.
The first policy following Valuing People (2001) regarding the development
of childrens services was Every Child Matters (ECM) (2003) Theoretically
children with learning disabilities should have gained more than others
from the co-ordinated care packages promoted by ECM (2003), as they
often need to access a wide range of services. Nonetheless, ECM (2003)
lacks specific guidance for learning disability services. Subsequently the
government initiated policy that looks more specifically at supporting the
particular needs of these families.
The National Service framework for children and maternity services:
Standard 8 (NSF) (2004) intended to lead a cultural shift, resulting in
services that are based upon the assessment of needs and promotion of
social inclusion. However, whist it presented local authorities with
markers for practice, it lacked parent involvement. Therefore it was still
only reflecting professionals interpretation of what families needed.
To standardise childrens learning disability services across the UK the
government released Aiming High (2007). This directed action in three
priority areas stated in figure 1.
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Figure 1 Aiming High (2007) Three Priority Areas
 Access and empowerment
 Responsive services and timely support
 Improving quality and capacity
Aiming high for disabled children: better support for families (2007) p5
To focus services on the priority areas, Aiming High (2007) intended to
empower children and their parents by setting out a core offer. This
consists of five elements, access to appropriate information, transparency,
participation in commissioning and the delivery of service, integrated
assessment across services and feedback.
Unlike the NSF (2004) Aiming High (2007), was written in collaboration
with families, arguably the contribution from parents may have been
tokenistic as Fyson and Simmons (2003) suggested for LDPB. However,
Aiming High (2007) has tried to prove that the government considered
their views by allocating its £340 million on their responses. Although,
there is little evidence evaluating the effects this spending has had on the
experiences of parents or professional practice until the campaign Every
Disabled Child Matters3. They are undertaking a three year research
project evaluating the impact of Aiming Highs (2007) spending. With the
results of their research pending, this study will look at families
experiences on a smaller scale and discuss whether parents opinions in
this study reflect what the government is trying to achieve.
3 This is run by four leading organisations working with disabled children and their
families Contact a Family, MENCAP, The Council for Disabled Children and The
Special Educational Consortium
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2. 5 Transition and adulthood
Although this dissertations specific focus is childrens services. It is
necessary to consider policy which effects this transition. Although the
government made childrens services a priority, the same cannot be said
for adult services. Therefore, policy in relation to adult services is often
broad and lacks legislative backing.
There are a number of documents that identify the transition process of
children with chronic illnesses (Transition: Getting it Right for Young
People 2006; NSF 2004). However, the needs for children with learning
disabilities extends beyond this, therefore both policy and practice needs
not only to focus on providing continuing healthcare but needs to facilitate
a variety of different requirements such as further education, housing,
employment and finance.
In terms of this Valuing People (2001) has continued to be the key
document informing adult services followed by Valuing People Now: From
Progress to Transformation (2009). Due to their broad nature, discussion
surrounding the transition process is limited. Nonetheless, they
recommend the implementation of the Connexions service, this service is
geared to preparing young people with learning disabilities for
employment. However, in practice children with profound learning
disabilities can be limited in their ability to enter employment; therefore
policy in relation to their future still appears limited.
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Recently, Aiming High (2007) has made a commitment of £19 million to
develop a Transition Support Programme (TSP), to co-ordinate transition
and provide families with high quality information. In practice there is
hope that the TSP will clarify the process, thus facilitating a better
transition. However, there is little literature that identifies how this has
impacted upon practice.
Improving life chances of disabled people (2005) advocates the use of
direct payments and individualised budgets to ensure a smooth transition.
Direct payments can be formulated in childhood and carried into
adulthood, and therefore reviewed in response to changes in need, not
age. In theory, this should improve parents experiences of the transition;
however, given the difficulties associated with uptake of direct payments
this may be optimistic.
2.6 Summary
As attitudes around disability have changed, so has the policy surrounding
it. Although the current government show a strong intention to improve
the experiences of families, there is little independent research that has
looked at its implementation in practice. As a result, the findings from this
study will attempt to discuss if parents experiences of services reflect
policies outcomes, the following chapter will discuss the literature
surrounding parents experiences in relation to the services policy offers.
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Chapter 3: Literature Review
3.1 Introduction
Following the chapter on policy context, this chapter aims to analyse the
literature surrounding the complexities of caring for a child with learning
disabilities from the viewpoint of families, service users and health
professionals. The review that follows has been divided into the following
sections;
 The psychosocial impact caring for a child with complex needs has
upon the family
 A discussion of short break services and their effectiveness to achieve
family well-being.
 An exploration of the appropriate literature surrounding direct
payments.
3.2 Search Strategy
The literature search began with the use of Cumulative Index of Nursing
and Allied Health Literature and OVID. Additional searches included a
search of the University Library database. These databases were used to
gather texts which relate to both nursing research and social policy. The
following key words were used to elicit evidence that would deepen
knowledge surrounding the studys aim; direct payments, children, young
people, children with complex needs, short breaks, respite, parents,
learning disability and carers. The reference lists at the end of each
research article were also considered.
Table 2 summarises eleven pieces of empirical research. Recognised due
to their, methodological soundness and contribution to the topic area.
Articles included examine both the experiences of families and
professionals, with respect to caring for a child with complex needs and
direct payments. Despite their ability to highlight the issues some of the
studies are limited in that their samples lack cultural diversity and identify
only one local authority in their sample, therefore their findings should be
generalised with caution.
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Due to the limited research in this area it is often difficult to make
comparisons between the findings of the studies discussed. Therefore,
where studies cannot be compared, this review has examined the
limitations and indicated suggestions for further research.
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Author and title Aims Sample and Methods Findings Strengths and
Limitations
MacDonald and Callery
(2007)
Parenting Children
Requiring Complex Care:
a journey through time.
 To construct a
developmental map
of care giving over
time that was
constructed from
parents retrospective
accounts of parenting
a child requiring
complex care.
 Sample - Parents of
children requiring
complex care, nurses
and social workers.
 ethnographic
approach that
involved in-depth
interviews,
participant
observation, eco-
maps, and document
review was used
 Produced a
developmental map
of caring for a child
requiring complex
care. The map
illustrates how
developmental
changes in children
are intricately related
and cumulative in
terms of parental
needs.
 Highlights that respite
needs change over
time rather than day-
to-day experience.
 Parents may benefit
from regular reviews
that identify their
changing needs
 Further study of the
developmental map is
needed
MacDonald and Callery
(2003)
Different Meanings of
Respite: a study of
parents, nurses and
social workers caring for
children with complex
needs.
 To examine the
meaning of respite
care to parents of
children with complex
conditions and
providers
 In-depth interviews,
participant
observation and
document review.
 Sample -19 mothers
and 7 fathers of
children who required
complex care. 13
nurses and 4 social
workers from three
counties in North-
west England
 Identifies key themes
relating to the types
of respite and the
meanings of the
respite for parents,
nurses and social
workers
 There is discrepancy
between, parents,
nurses and social
workers definitions of
respite
 Provides insight into
parents
understanding of
respite and how
respite may be used.
 Limited sample size
especially with
respect to social
workers.
Table 2. Summary of Empirical research
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Olsen and Maslin-
Prothero (2001)
Dilemmas in the
provision of own-home
respite support for
parents of young
children with complex
health care needs:
evidence from an
evaluation
 To present some of
the results of a
qualitative evaluation
of a United Kingdom
(UK) nurse-led, home
based, respite service
for the families of
children under the
age of five with
complex care needs.
 In-depth interviews
with parents
 Sample  18 parents
referred to a
childrens out reach
service.
 Parents demonstrated
mixed reactions to
home care services.
 Sample only looks at
children under five
years
 Data collection period
is dated (data
collected in 1997)
Preece and Jordan
(2006)
Short Breaks Services
for Children with Autistic
Spectrum Disorders:
Factors Associated with
Service Use and Non-use
 To identify why some
families accessed
short break services
and others did not.
 Sample  256
families with a child
with ASD.
 Postal survey
 Identify factors which
contribute to the
Non-use of short
breaks (Social
worker, school
placement, childs
age and childs
diagnosis)
 The study only
represents one rural
county, with little
urbanisations, and
low ethnic community
population.
 Only looks at
provisions for children
with ASD.
Robinsion, Jackson and
Townsley (2001)
Short breaks for families
caring for a disabled
child with complex
health needs.
 To analyse the data
from two research
studies concerned
with disabled children
who have complex
health needs in
relation to families
experiences of
accessing short break
services.
 Sample 77 families
 Semi-structured
interviews
 Additional interviews
were carried out with
professionals who
worked with the
families.
 Highlights families
experiences and
problems finding
suitable care which
can cater for both the
childs complex health
needs and their own
need for significant
levels of support.
 Majority of families
were from a white
British background.
 Provides insight to
the level of clinical
skills parents need to
develop in caring for
a child with complex
are expected to cope
with.
Table 2. Continued
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Hewitt-Taylor (2008)
Young people with
complex health needs:
the organisation of
support.
 To explore the
provision of support
from the perspectives
of an adolescent who
has complex health
needs, her family and
those involved in
providing day-to-day
support.
 Qualitative case study
of one family to
explore the
perspectives of those
involved with the
support required for
one individual.
 The development of
parental exhaustion
and the need for
respite.
 Difficult to generalise
one case study.
 Very in depth insight
to a families
experience in access
to services.
Catherall and Iphofen
(2006)
Living with disability
 To explore parents
day-to-day lived
experiences and
compare these within
the context of a
group.
 Sample  7 couples
whose children
attended one special
school
 Unstructured and
semi-structured
interviews (themes
generated from the
first unstructured
interview were used
to generate a
framework for the
semi-structured
interviews).
 Identifies several
areas which cause
stress on the parents
(Day-to-day, roles
and responsibility,
onset of puberty)
 Looks to the future
hopes and fears for
their child with
learning disabilities.
 Phenomenological
method allows the
study to add new
dimensions to
existing literature.
 Sample is difficult to
generalise to other
geographical areas.
Table 2. Continued
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Todd and Jones (2005)
Looking at the future
and seeing the past: the
challenge of the middle
years of parenting a
child with intellectual
disabilities.
 The aim was to
obtain detailed and
in-depth perspective
upon a hidden life
transition and the
broad ways in which
mothers defined and
coped with it.
 Sample 30 mothers
of children with
learning disabilities
living in the UK.
 In depth unstructured
interviews.
 Average length 2
hours. Mothers were
interviewed 2-3
times.
 Study underlies that
family transitions are
interrelated.
 Mothers experience
many difficulties in
the middle life of
their child (emotional
physical and social).
 Large sample has a
substantial focus on
mothers experience,
but does not take into
account the fathers
experience.
Ellis (2007)
Direct Payments and
Social Work Practice:
The Significance of
Street-Level
Bureaucracy in
Determining Eligibility.
 Seeks to make sense
of social workers
approach to the
allocation of direct
payments by
reference to Lipskys
(1980) theory of
street level
bureaucracy.
 Conducted in one
English local authority
between April and
September 2005
 Semi-structured
observation
(observed day-to-day
practice, visits, team
meetings and
engaged in discussion
about direct
payments to team
members).
 Social workers lack of
knowledge and
experience of direct
payments is mirrored
in the variable uptake
of direct payments
across local
authorities.
 Social Workers
appear to work as
street level
bureaucrats creating
their own criteria for
eligibility.
 Only observations
from one local
authority.
 Reliability  lacks
inter-rater reliability
with only one
researcher.
 Does not identify
whether the presence
of a research caused
an alteration in
behaviour (i.e.
Hawthorn effect)
Table 2. Continued
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Leece and Leece (2006)
Direct Payments:
Creating a Two- Tiered
System in Social Care?
 To provide insight to
the statistically
significant differences
in the financial
situation of direct
payment users
compared with
traditional services
 Sample 480 (80
direct payment users
and 400 traditional
services users) from
one local authority.
 Compared the data
available on
participant gross
weekly income, type
and value of security
benefits, income from
employment, age and
financial savings.
 Identifies a number
of barriers in the
uptake of direct
payments (Paper
work and
bureaucracy,
attitudes and
perceptions of social
workers and the
experience of
personal financial
management.
 Large sample
however results only
reflect the direct
payments policy and
practice of one local
authority.
 Disproportionate
number of traditional
users to direct
payment users.
 Found there was no
difference between
the groups of users,
in proportion of
individuals financial
wealth.
Prisetley, Jolly, Pearson,
Ridell, Barnes and
Mercer (2007)
Direct Payments and
Disabled People in the
UK: Supply, Demand and
Devolution.
 To present data from
a national study to
examine some of the
mechanisms
underlying uneven
outcomes for disabled
people in different
parts of the UK.
 Sample 102 officers
in purchasing
authorities
throughout the UK.
 Semi-structured
telephone interviews.
 Identifies factors
associated with the
variable uptake of
direct payments
across the UK.
 Allows for comparison
of data across the
entire UK on the
limited uptake of
direct payments.
Table 2. Continued
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3.3 The Impact of Caring for a Child with Complex Needs and
Learning Disabilities.
Parents of children with complex needs provide intense care in their
homes often receiving few regular breaks. Therefore, they may start to
experience the negative psychosocial consequences associated with care
giving (MacDonald and Callery, 2007). To understand how services can
practically meet their needs, the following will examine the psychosocial
impact of caring for these children highlighting the day-to-day stresses
families face and how these stresses change during the transition from
infancy, childhood and adolescence.
3.3.1 Day-to-day Stresses
The nature of caring for a child with complex needs often results in
families following strict daily routines. The impact of which has been
shown to restrict family spontaneity and their opportunity to partake in
normal activities (Catherall and Iphofen, 2006; Todd and Jones, 2005).
Following such a structured lifestyle has been shown to negatively impact
upon parents relationships with each other and their non-disabled
children (Catherall and Iphofen, 2006). Both studies highlighted have
recognised this issue. However, in terms of their depth of analysis,
Catherall and Iphofen (2006) recognises the experiences of both parents,
unlike Todd and Jones (2005) who have only identified mothers in their
sample. Neither study considered the effects this lifestyle has on non-
disabled siblings.
However, Corkin, Price and Gillespite (2006) have recognised parents
concerns about conflicting obligations, to both their child with complex
needs and their siblings, fearing that they may be neglecting to spend
quality time with their other children. As policy is based upon
normalisation, in theory we should see a development in activities for
both children with learning disability and their siblings. Yet, in practice
disabled children often access separate specialist services provided
outside their own community (NSF, 2004). Consequently, there is little
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opportunity for children to socialise with non-disabled peers. However,
further discussion is difficult given limited research.
The intensity of caring is set to increase. Advances in medicine and
technology have enhanced the lives of children with complex needs.
Consequently, parents are often required to undertake activities with
increasing amounts of technical skill. Hewitt-Taylors (2008) case study
bears this out, she recognised a young girl who requires assisted and
overnight ventilation. Whilst this study is based on one child, it is not
alone in demonstrating the increased parental stress of finding respite
services who can take on this level of care (Corkin et al, 2006).
Ultimately, this level of parental responsibility in providing constant
supervision and medicine administration results in periods of disturbed
sleep, chronic fatigue and illness due to the constant physical and
psychological demands.
The final aspect of providing this level of care is financial. Parents need
flexible employment due to unpredictability of their childs condition.
However, given that government policy has increased financial benefits4 in
this area (Valuing People, 2001); in terms of psychosocial wellbeing it
may be more pertinent to suggest that rather than financial difficulties,
parents are becoming increasingly isolated as they lose the opportunity to
socialise in the workplace.
3.3.2 From Infancy to childhood
In order to develop responsive practice, there is a need to examine when
parents experience the most difficulties over time. What has been found
so far is periods of transition bring on extra stress. Between the transition
from infancy to childhood parents begin to recognise that their child is
different as the childs continuing infant care needs remain (MacDonald
and Callery, 2007).
4 Increased Carers Allowance by 70%
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Most literature indicates that the middle and adolescent are the most
stressful for families, marked with increased family breakdowns (Todd and
Jones, 2005; Catherall and Iphofen, 2006; Hudson, 2003; Banks, 2003).
Whilst Todd and Jones (2005) lacks insight into the fathers perspective, it
portrays the fact that the adolescent experience parallels the mid-life
phase for mothers. This period therefore is not only marked by the
adolescent child who has complex needs. These years are full of
multidimensional change, such as, departure of other children from the
family home and physical change associated with mid-life (Todd and
Jones, 2005) consequently negatively influencing psychosocial wellbeing.
As these influences change, services need to respond when designing care
packages.
Todd and Jones (2005) have only identified changes in family dynamics as
an attribute to parental stress. However, Tarleton and Ward (2005) have
suggested that it may be that a lack of understanding of adult services
causes an increase in stress. They carried out focus groups that involved
19 parents whose children had complex needs. Although their sample is
small and lacks cultural diversity, the groups identified parents
information needs. Most parents commonly lacked understanding of the
transition process and therefore feared what the future would hold. In
relation to practice, policy has identified this issue and has encouraged
local authorities to provide accessible information for families. This effect
was not recognised in Tarleton and Ward (2005).
3.4 Types of Short Breaks
As a consequence of the increased physical and psychological stress
parents may need to access short breaks. The following section examines
the usefulness of different types of short breaks in relation to literature
examining the relationship between parents and professional opinions of
the three categories; informal, home and residential care.
3.4.1 Informal breaks
Informal respite is described as breaks which are provided by family or
friends (MacDonald and Callery, 2003). Parents identified that this type of
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break is limited and often expressed a lack of confidence when asking
family members to provide care (MacDonald and Callery, 2003). However,
Todd and Jones (2005) recognised that siblings will provide trustworthy
breaks which in turn allow parents to maintain a working and social life.
However, despite initial support from extended family when the child is an
infant, as the child grows older, this support decreases (MacDonald and
Callery, 2007). Reasons being; as the child grows care giving becomes
more physically demanding, therefore grandparents may become less able
to provide physical assistance (MacDonald and Callery, 2003; MacDonald
and Callery, 2007). Todd and Jones (2005) also highlight that care
provided by siblings reduces as they move out. It is at this point that
parents describe out-of-home support and overnight respite as a necessity
(Todd and Jones, 2005).
3.4.2 Home Vs Residential care
The literature debates what types of short break are most effective in
providing respite for the family whilst maintaining the needs of the child.
MacDonald and Callery (2003) identified that parents felt that home-
based-breaks allowed them to carry out daily tasks. However, Olsen and
Masline-Prothero, (2001) found home-based-breaks do not have a positive
effect on psychosocial wellbeing as it often resulted in increased isolation
for parents. Although, the data collection from Olsen and Masline-
Protheros (2001) study was carried out prior to the publication of learning
disability policy, it provides interesting insights into this.
Furthermore, Robinson, Jackson and Townsley (2001) identified a number
of issues associated with home-based-care that affect their ability to
provide a suitable rest for families these are described in figure 2.
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Figure 2 Issues with home-based-breaks
 Accommodation another person in the family home may be difficult if
the family home is cramped.
 Relief worker may be tempted to ask family for help or advice
 Parents are aware if the child is unsettled and therefore disturbed.
 High turn over of staff means families are constantly obliged to train
new staff.
Robinson et al (2001)
Robinson et al (2001) interviewed 77 families. However, although their
sample was large, it was self-selected, the respondents were likely to
have had experiences that motivated them to participate, therefore their
experiences may lack transferability.
Conversely, residential breaks have appeared more popular with parents
as they enabled parents to spend quality time with their other children
(MacDonald and Callery, 2003). The literature acknowledges that
residential placements provide more effective breaks which may prevent
family breakdown (Robinson, Jackson and Townsley, 2001; Preece and
Jordan, 2006; MacDonald and Callery, 2004). However, Ashworth and
Baker (2000) from interviewing 23 carers, found although residential
breaks provided families with the most rest. They also associated negative
factors particularly relating to an increased workload in preparation for
respite. Yet the reliability of these findings is problematic. The mean age
of the dependants was 73. Arguably, the difficulties in caring for the
elderly are different from caring for a child, where a degree of dependence
is expected despite disability. Ultimately the research has shown
residential breaks provide more adequate breaks for families.
MacDonald and Callery (2003) identified nursing perspectives concerning
home-based-breaks. Whilst they only interviewed 13 nurses, their study
features some pertinent issues. Firstly, nurses recognised that home-
based-breaks impinged upon the families privacy and did not allow a real
break. Secondly, the nurses stated it was important that the children
experienced a change in environment to improve social development.
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Finally, nurses recognised that they felt safer caring for a child in a
residential environment. As a result it was concluded that nurses felt
home-based-breaks were not as beneficial for the child, family or
themselves compared with residential care.
However, social workers interviewed as part of MacDonald and Callerys
(2003) study disagree that residential care has more benefit than home-
based-breaks. Whilst they did recognise the difficulty of having a
stranger in the home, they recommended home-based-breaks as the
best form of respite (MacDonald and Callery, 2003). They suggested that
it was preferable because children did not have to leave their homes and
would feel less like a burden on the family (MacDonald and Callery, 2003).
However, considering the pressure on social workers to find short breaks
they may have an agenda in highlighting such views. As they face growing
demands for respite but have limited resources to meet the growing
needs, home-base-breaks provide a more cost effective means of
providing respite (Olsen and Maslin-Prothero, 2001). As such social
workers are likely to be biased in their perspectives and favour homecare
as the most effective respite method.
It is clear that parents and social work perceptions differ. However, with
limited literature in this area a lot has been drawn from MacDonald and
Callerys (2003) research. Which, despite its insight into professionals
opinions, its small sample size limits its ability to demonstrate a national
perspective. Therefore further research is needed. Table 3 has been
created to clarify the findings of the above literature and indicate the
differences in parent and professional opinions. Therefore whilst in
practice families may access more than one form of respite when putting
together services their needs should be respected.
- 25 -
Types of Break Informal Home based Residential
Parents +Siblings provide flexible and
trustworthy support (Todd and
Jones, 2005).

-Uncomfortable asking family
members to provide care
(MacDonald and Callery, 2003).
+ Had time to carry out daily
chores and tasks (MacDonald
and Callery, 2003)
-Did not improve parent
wellbeing, increased isolation
for child and parent (Olsen and
Masline-Prothero, 2001)
-Social pressures associated
with strangers or outsiders in
their home (Olsen and Masline-
Prothero, 2001)
+Allowed for quality time to
be spent with other children,
were able to appreciate rest
(MacDonald and Callery, 2003)
+Families would have had
breakdowns without these
breaks (Ashworth and Baker,
2000)
-Increased work load in
preparation for respite care
days (Ashworth and Baker,
2000)
-Seen as an admission of
failure (Ashworth and Baker,
2000)
Social Workers +Preferable as children did
not have to leave their homes
at night and therefore felt less
of a burden (MacDonald and
Callery, 2003)
+More cost effective than
residential care (MacDonald and
Callery, 2003).
-Recognised the implications
of having strangers in the
family home (Olsen and
Masline-Prothero, 2001).
-Child may feel like a burden
when removed from the family
home (MacDonald and Callery,
2003).
Key
+ = Positive opinion.
- = Negative opinion
Table 3. Comparison of types of short breaks
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Nurses -Impinged on family privacy
and therefore did not allow
families to have a real break
(MacDonald and Callery, 2003).
+A change in environment
was important for the child
socialisation (MacDonald and
Callery, 2003).
+Felt safer caring for a child
in a familiar environment
(MacDonald and Callery, 2003).
Table 3. Continued
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3.4.3 Accessing short breaks
Despite the benefits of short breaks parents often experience difficulties
accessing information about them. Preece and Jordan, 2006 carried out a
survey to discover the factors associated with service use of short breaks
(for method and sample refer table 2). Although, their study only includes
children who have Autistic Spectrum Disorder (ASD), it identifies four
factors associated with information delivery and the non-use of short
breaks. They concluded for a child to have successful access to short
break services they needed; a social worker, to be in a special school, be
over the age of 11 and have a diagnosis of ASD. Suggesting that while
most families may need access to short breaks there are number of
barriers in preventing this, which is interesting considering Valuing
Peoples (2001) commitment to increasing the level of accessible
information to families.
3.5 Direct Payments
An alternative way to access breaks would be to use direct payments.
Direct payments aim to increase choice, control and flexibility to parents,
providing them with cash payments to purchase their own services.
Theoretically this would enable parents to decide the most effective care
and arrange their own services based on this (Slater, Slater and
Carpenter, 2007).
Ten years after direct payment legislation, the take up remains low and
nationally implementation is varied (Priestly, Jolly and Pearson, 2007).
The following examines current knowledge about the limited uptake of
direct payments from a parents perspectives. The latter section will
explore the attitudes of local of authorities and frontline social workers in
the creation of street level bureaucracy.
3.5.1 Parents Perceptions.
Slater et als (2007) case study describes a familys experience using
direct payments. As this is only one case study it lacks transferability to
other families. However, in view of the limited research in this area it
provides insight into families experiences of direct payments. Slater et al
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(2007) highlight the benefits of organising services to suit ones needs.
However, suggest tackling such a responsibility is daunting. Many families
are already under strain, so the added pressure of arranging services may
not be welcomed. Despite Slater et als (2007) attempts to demonstrate
the positives of direct payments, they acknowledge key responsibilities
families will take on; recruitment of staff, employment issues, health and
safety and completing paperwork.
Direct payments cannot be used to purchase local authority services; this
means families need to recruit their own staff. Therefore, families may
struggle to find services to meet their specific needs and consequently
may not access appropriate services. The paperwork involved is complex,
and involves keeping detailed records of expenditures (Slater at al, 2007;
Leece and Leece, 2006). As a result, people with little support and/or
difficulties with using English may not access direct payments (Leece and
Leece, 2006). The above may result in families choosing to keep their
current services and leaving responsibilities with the social workers.
3.5.2 Local Authorities, Social Workers and Street Level Bureaucracy
Ellis (2007) has interpreted the limited take up of direct payments a result
of a street level bureaucracy as defined by Lipsky (1980) that policy
implementation is directly related to the people who implement it.
Literature has identified issues impacting upon the implementation of
direct payments; lack of training, ambiguity of legislation and guidance,
information delivery and duty of care (Stainton, 2002; Priestly, Jolly and
Pearson et al, 2007; Ellis, 2007; Leece and Leece, 2006).
Priestly et al (2006) found that training was often limited to ad hoc
information events resulting in care managers who were unfamiliar with
the process associated with direct payments. Priestly et al (2006) was
part of a national study, thus unlike the other studies discussed, it allows
for an interpretation of the variables associated with the uptake of direct
payments nationally. They found that this lack of knowledge led care
managers to become sceptical of direct payments ability to increase
independence. Therefore whilst social workers may be duty-bound to offer
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direct payments, they may not promote them as a means of achieving
independence thus affecting their implementation.
Even where training was offered, the eligibility of direct payments is
subject to the social worker interpretation, a key element in their role as
street level bureaucrats. Ellis (2007) aimed to make sense of social
workers approach to the allocation of direct payments. She observed day-
to-day practice, visits and team meetings in one local authority. Whilst the
researcher was not covert and thus altering the behaviour and attitude of
the staff she was observing, she still establishes complications that social
workers face in the implementation of direct payments. She found
ambiguous guidance defining the eligibility for direct payments led to
social workers creating underlying determinants of eligibility. Which
demonstrates how social workers appeared to identify the deserving and
undeserving based on their opinion on how they felt the person could
handle the direct payments. However, Ellis (2006) was looking at the use
of direct payments in elderly services and as such the findings may not
transferred to parents taking on the direct payments.
Leece and Leece (2006) recognized other potential determinants. They
suggested direct payments would be disproportionately offered to the
middle classes as they were perceived as well educated and more able to
take advantage of them. However, the participants financial situation as
examined in this study does not reliably assess their level of education or
social class. Although the study identified no correlation between the
uptake of direct payments and financial wealth, lack of data about the
level of the participants education makes it problematic to assume that
direct payments were offered to those who are perceived as more
educated.
Lastly, literature suggests that social workers often feel there is a conflict
in maintaining their duty of care when offering direct payments.
Literature highlighted one of the main problems with direct payments is
that those who are employed by the families do not require a Criminal
Records Bureau (CRB) check (Ellis, 2007; Stainton, 2002; Priestly et al,
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2007). Social workers feared that families may access inappropriate
services. As the direct payments are delivered by the social worker they
feel they have liability if an incident occurs. Parents may also be aware of
such an issue and as a result feel that in employing unregulated staff may
cause direct payments to be a dangerous option
3.6 Summary
This literature review has examined three main themes in relation to the
impact of caring for a child on the family, the types of respite available
and the complications in the delivery of direct payments. Caring for a child
with complex needs is a significant issue in the twenty-first century
especially in light of government policy which strives to improve services
for families by promoting choice, control and flexibility. This study has
been undertaken to give families an opportunity to voice their opinions of
their current services, what they know about direct payments and how
they feel about their implementation. The following chapter will highlight
how data will be obtained to add to our current knowledge in the hopes
that it will bridge some of the gaps in the research so far.
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Chapter 4: Methodology
4.1 Introduction
This chapter will present the methodology selected to examine the
parental experiences. This involves discussion on the chosen methods of
research, sampling technique, data collection and analysis. Issues of
rigour and trustworthiness of the study will be identified and ethical
considerations examined.
4.2 Methodology
There is limited empirical research asking parents specifically about
services and the issue of direct payments. This study has therefore
selected a qualitative approach which allows the researcher to explore in-
depth data of these experiences (Silverman, 2005; Hollaway and Wheeler,
2002; Speziale and Carpenter, 2007; Parahoo, 2006).
4.2.1 Qualitative Research
This section aims to briefly explain the rationale for the use of the
qualitative paradigm in this study. It is not however aiming to debate the
use of qualitative and quantitative paradigms in nursing research as a
whole. Therefore only relevant issues relating to this study will be
acknowledged.
The qualitative approach is a form of social enquiry that focuses upon the
way people interpret and make sense of experience (Hollaway and
Wheeler, 2002). In terms of this study, qualitative research allows a
person centred approach (Hollaway and Wheeler, 2002). That provides
the researcher with an insight into what parents need from their services.
Hopefully the findings generated might explain the up take of services and
provide suggestions for the future. This is crucial in indicating family need
as already suggested the views of health professionals and families about
services differ, which in turn may affect the use of services and expected
outcomes (Parahoo, 2006).
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Although some literature has encapsulated the thoughts of social workers
on the progression of direct payments (Priestly, Jolly and Pearson et al,
2007; Ellis, 2007) very little is known about what parents experience.
Consequently the quantitative research method using a deductive
approach which relies on examining pre-established ideas is unsuitable.
With little previous research it would be difficult to formulate a
predetermined hypothesis. Qualitative research taking an inductive
approach allows previously unidentified ideas to emerge throughout the
study (Parahoo, 2006; Speziale and Carpenter, 2007). This characteristic
of qualitative research allows the development of an emic perspective.
This means as the researcher examines the experiences of participants
their own framework is not imposed. This may distort the participants
response which in turn may result in data that does not represent the
whole picture (Hollaway and Wheeler, 2002).
Ultimately, the qualitative approach enables the opportunity to develop an
understanding of human experience. In order to make sense of this
qualitative research has many possible paradigms which allow the
development of theory. In this case phenomenology has been used to
elicit parents lived experiences of accessing services (Speziale and
Carpenter, 2007).
4.2.2 Phenomenology
The phenomenological paradigm was selected because it is a process of
systematic investigation to describe lived experience (Speziale and
Carpenter, 2007; Hollaway and Wheeler, 2002; Parahoo, 2006). It is this
lived experience that gives meaning to each participants perception of a
particular phenomenon and is influenced by everything internal and
external to the individual (Speziale and Carpenter, 2007). In this case, it
may lead to a deeper understanding of influences parents experiences in
areas that have not previously been considered.
The phenomenological approach is suited to nursing research when
reflecting upon the crossover between policy and practice. For example,
current government policy aims to transform services by focusing upon
- 33 -
consultations with parents. This study will hopefully acknowledge parents
opinions of services that will lead to an appreciation of parental preference
and consequently inform practice.
The strength of the phenomenological approach lies in its attempts to
capture and express the meaning of human experiences (Hollaway and
Todres, 2006). This study employs the primary tools used in
phenomenology in order to participants experiences by collecting and
analysing data through, interviews, purposive sampling and thematic
analysis.
Phenomenology itself can also be divided into different schools of thought,
the descriptive or Husserl phenomenology or the interpretive or
Hermeneutic phenomenology (Hollaway and Todres, 2006). Both these
approaches reflect on participants lived experiences as an analytical
method in order to arrive at essences (or themes) that characterise the
phenomenon (Hollaway and Todres, 2006). However they differ,
descriptive phenomenology aims to generate an exhaustive description of
every day experience to achieve an understanding of the phenomenon,
whereas Hermeneutic phenomenology emphasises more the interpretation
of the situation by trying to understand the cause of the phenomenon
rather than just describing participant experience (Hollaway and Wheeler,
2002).
Whilst this study acknowledges these different approaches,
phenomenology in this case is only being used to inform the methods,
rather than using pure phenomenology therefore this study does not
commit to either approach. The reason for this is phenomenology employs
bracketing which means to set aside any preconceived notions or
knowledge before carrying out the enquiry. This study acknowledges that
one cannot set aside this knowledge. However, it recognises that it is
pertinent not to let preconceived ideas block the development of new
ideas generated from the application of literature to interviews and
analysis.
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4.3 Method
4.3.1 Ethical Approval
Before the study went ahead ethical approval was sought and obtained
from Nottingham Universities Medical School Ethics Committee5,
alterations to the study were made following their feedback. These
alterations were then verified before a sample was approached. Prior to
the interview participants were provided with an information sheet about
the study6 and were asked to sign a consent form to demonstrate they
agreed to take part in the interviews7.
4.3.2 Sample
The sample was selected using a purposive technique allowing the
researcher to choose a pre-specified group of people in the study on the
basis that those selected can provide the necessary data to contribute to
the understanding of the phenomenon (Parahoo, 2006; Procter and
Allen, 2006). The inclusion criteria were to access parents whose children
have complex needs and/or learning disability. Further criteria were to
identify parents who did/did not access direct payments to identify
variability between the views of parents who did/did not access direct
payments.
The sample was recruited from one inner-city special school. 140
invitations were distributed by the teachers attempting to reach all of the
parents whose child/ren attended the school. The Invitations included a
self addressed envelope (to maintain confidentiality of replies) care of the
researcher. The invitations 8 explained the project and if parents agreed to
take part, it also asked them to disclose whether they receive direct
payments so a purposive sample could be selected.
The final sample included 8 parents who did not access direct payments
and 1 who did. The parents were contacted by phone, to arrange an
interview at the school, prepare them for the meeting and allow them to
5 See appendix one for final letter regarding ethical approval
6 See appendix two for participant information sheet.
7 See appendix three for participant consent form
8 See appendix four for parent invitations.
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ask any questions they may have before the interview. Ultimately the
sample size was determined by participant response.
4.3.3 Semi-structured Interviews
The following presents the rationale for using semi-structured interviews.
Given that interviews have the capacity to explore the issues from the
perspective of the participants it is an appropriate method suited to
explore a phenomenon about which little is known (Tod, 2006). A semi-
structured interview design was selected as it allowed for predetermined
topics to be laid down by an interview guide (Tod, 2006). Whilst providing
the flexibility necessary to follow issues raised by the participants (Tod,
2006). A structured interview design would not have allowed the same in-
depth exploration; however, a completely unstructured interview design
could lose focus of the services under evaluation.
The design of semi-structured interview means the types of questions are
the same for all respondents allowing for the comparison between
participants experiences (Parahoo, 2006). Additionally the flexibility of
this design is able to generate data of depth by providing the opportunity
to probe and explore the intricacies of the issues raised by the individual
participants (Tod, 2006). Although the issue of probing participants has
the potential to influence their responses (Parahoo, 2006) when used
carefully it allows the researcher to invite further elaboration of their
experiences (Hollaway and Wheeler, 2002).
This flexibility creates openness for participants to express their personal
experiences allowing previously unidentified areas to emerge (Parahoo,
2006). In carrying out interviews with parents who have different
experiences themes begin to appear which will eventually be used to
inform theory. During the interview the development of these themes can
then be noted and revisited in subsequent interviews, to allow further
understanding of parents experiences (Maykut and Morehouse, 1994).
Semi-structured interviews can provide a method of eliciting the views of
people who are often hard to reach or reluctant to participate in other
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methods (Tod, 2006). The face-to-face interaction motivates respondents
to participate who would not usually bother with a questionnaire (Tod,
2006). Giving parents the chance to share experiences of the positives
and negatives of accessing services may actually be quite therapeutic for
participants.
4.3.4 Designing an Interview Guide
During semi-structured interviews the sequencing of questions varies for
every participant due to the responses of each individual (Hollaway and
Wheeler, 2002). An interview guide ensures that the researcher collects
similar types of data from all informants for comparison (Hollaway and
Wheeler, 2002). From the previous literature review, a series of topics
were highlighted. These topics were then used to formulate two interview
guides9 consisting of questions and probes elicited from these areas10. The
topic questions were then discussed and critiqued with the supervisor of
this study and the head of the special school where the study was
undertaken.
The interview guides were then piloted, an interview was conducted with
two carers who access direct payments for an adult with dementia. Whilst
the individuals did not meet the sample criteria in that they were not
caring for a child, it enabled the researcher to test the interview guide
with people who access services and practice interview technique.
4.3.5 Environment
Maintaining a comfortable interview environment with minimum
distraction is essential to drawing the most out of the participant (Tod,
2006). Therefore it was decided to carry out the interviews in the childs
school. The school was able to provide a family room for the interviews;
this was a small quiet room, with comfortable chairs and minimal
distraction and was in a place where participants answers could not be
overheard. Therefore the school provided a suitable and accessible
environment.
9
One for parents who received direct payments and one for those who did not.
10 For interview guides see appendix five and six
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4.3.6 Tape Recording
In order to collect the data a tape recorder was used to record responses
verbatim (Hollaway and Wheeler, 2002). It ensured the interviewer was
able to maintain eye contact and interact with the interviewee, rather
than taking notes (Rapley, 2004). Many also argue that to substitute
interviews for paraphrasing what participants say can be subjective to the
interviewers interpretation which could potentially affect the credibility of
the analysis (Seidman, 1998).
Arguably the use of a tape recorder can influence the interviewees
accounts, as they can increase participants nervousness and inhibit
interaction (Rapley, 2004). Some participants may also worry about data
security and therefore want to give information off the record.
Nevertheless it needs to be considered there are multiple influences on
interviewer interaction a tape recorder is just another part of this.
Therefore Seidman (1998) suggests it is more appropriate to use a tape-
recorder, just use the least intrusive one you can find.
4.3.7 Researcher
A characteristic of qualitative research is that the interviewer is a human
instrument (Speziale and Carpenter, 2007). Here all interviews were
carried out by the same interviewer, who has worked with and
understands current services and policy related to children and young
people with learning disabilities. None of the participants selected will
have been previously known to the interviewer to reduce interviewer bias,
discomfort to participants and maintain confidentiality.
In these qualitative interviews the researcher uses the interaction
between themselves and participants in order to get closer to the topic of
study (Parahoo, 2006). Using intuition the researcher can decide when to
continue probing, to stop or to steer the interviews in other directions to
facilitate responses (Parahoo, 2006). In order for participants to relate
their experiences and reveal their personal views trust is required. Rapley
(2004) suggests that the researchers empathy and sensitivity are
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important tools for research. As the researcher is asking for a great deal
of openness from the interviewees they may be unlikely to get the
openness by being closed and impersonal.
As with all types of interviews the respondent may be giving socially
desirable answers created by the situation or interactional cues given off
by the interviewer and this must be taken into account in analysis
(Dingwall, 1997). Nevertheless, although this critique is unavoidable other
methods also have the potential to yield social desirable responses,
therefore whilst there are limitations they are outweighed by the
information that can be obtained by this method.
4.3.8 Data Analysis
Data analysis was continuous (Hollaway and Wheeler, 2002) and began in
conjunction with the data collection. At the interviews new topics
emerged, questions were added to the research guide to enhance
credibility and further explore the phenomenon (Parahoo, 2006). Once all
the interviews were completed a thematic approach was used to analyse
the data.
Qualitative research yields voluminous and unstructured data (Hollaway
and Wheeler, 2002). In order to preserve the uniqueness of each
participants experience while understanding the phenomenon the
approach to data analysis needs to be structured, rigorous and theory
driven (Parahoo, 2006). There are many frameworks which provide
detailed procedures for phenomenological analysis (Parahoo, 2006). This
study has selected Colazzis data analysis method. It was decided that this
method would present the results most true to the participant
experiences. This is because it distinctly recognises that the researcher
should acknowledge all significant findings relating to the phenomenon
even if they appear anomalous or not fit into the data set (Beck, Keddy
and Cohen, 1994). Figure 3 summaries Colaizzis method.
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Figure 3 Colaizzis (1978) Data analysis method
1. Transcripts were read in order to gain an overall view and feeling for them.
2. Significant words, statements or phrases were identified from the transcripts.
3. The researcher then formulates meaning from these statements.
4. These meanings were clustered into themes.
5. Return these clusters or themes back to the original protocols to validate them.
6. At this point discrepancies may be noted among and/or between various clusters.
Researchers must refuse the temptation of ignoring data or themes which do not
fit.
7. These themes were used to provide an understanding of the phenomenon under
investigation.
(Beck, Keddy and Cohen 1994)
Following Colaizzis data framework figure 4 below represents the process this study
used to analyse the data.
Figure 4 Method of Data Analysis
Interviews were transcribed, read and re-read by the researcher to become
immersed in the data collected.
The raw data was coded and descriptive concepts of these codes were
written on index cards. The cards were used to make note of significant
word, statement or phrase relating to the phenomenon (this included a
cross reference to the transcript so the statements could be easily re-found)
The index cards which represented similar statements were then grouped
together into probable themes which describe the essences of the
phenomenon.
The reoccurring themes formed the basis for the analysis and discussion
chapters. Other smaller or controversial themes were still acknowledged in
order to represent all angles of the phenomenon.
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4.4 Trustworthiness of the Research Process
The danger in this type of research is that the researcher has the potential
to impose their own ideas or distort the meaning of the participants
accounts (Hollaway and Wheeler, 2002). The goal of rigor in qualitative
research is to accurately represent the studys participants experiences
(Speziale and Carpenter, 2007). Unlike quantitative research which
assesses the rigor of its methods using validity and reliability, qualitative
researchers look for trustworthiness and authenticity (Hollaway and
Wheeler, 2002). Although these principles are almost parallel to their
quantitative counterparts there is still debate within qualitative research
which principles best evaluate the rigor of the study (Speciale and
Carpenter, 2007). However, as trustworthiness and authenticity focus
more upon the extent the research findings accurately represent the
experience of the study participants (Maykut and Morehouse, 2003), it is
more applicable to this study and therefore this line of assessment will be
used.
Lincoln and Guba (1985) identified four criteria for judging the
trustworthiness of qualitative work these are credibility, dependability,
confirmability and transferability. The former two criteria and the
measures the study has taken to meet them have been described in the
table 4. The latter two, confirmability and transferability have been
omitted from the table for the following reasons. Confirmability depends
on the participants and experts agreeing with the researchers
interpretation (Parahoo, 2006). However, whilst initially conformability
was aimed to be achieved by returning the data back to the participants,
due to time limitations this did not occur. Transferability refers to the
probability that the study findings have meanings to others in similar
situations (Speziale and Carpenter, 2007). Whilst use of purposive
sampling in this method may mean the results could be generalised to
others in similar situations. However, the ultimate goal here was to gather
a deeper understanding of the phenomenon not the generalisation of
results, therefore it was not felt that this criterion was essential in
measuring the rigor of the study.
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Table 4 Criteria to measure trustworthiness and measures taken
to respect criteria
Criteria Measures taken to respect criteria
1. Credibility  Includes activities that
increase the probability that credible
findings will be produced (Lincoln and
Guba, 1985).
 Report provides a clear and detailed
description about the purpose of the
study, the sample and its
recruitment, the environment and
data analysis methods as suggested
by Speziale and Carpenter (2007) to
allow the readers to judge the
credibility of the study.
 The Interview guide was discussed
with a learning disability expert and
the head teacher of the special
school used to collect the sample.
 The use of Colaizzi (1978)
framework of data analysis was
used to ensure and alternative
explanations and data were
acknowledged.
2. Dependability  the qualitative
term for reliability. Judged on the
concept of audibility which relates to
the detail provided in the report to
allow others to follow methods and
conclusions of the original researcher
(Streubert and Carpenter, 1999)
 A thick description of the process
context and meanings (as already
mentioned in credibility) to provide
the reader with a basis to evaluate
quality (Hollaway and Wheeler,
2002).
 An audit trail, this report has
attempted to explain the rationale
for the use of its methodological
approach and methods (Hollaway
and Wheeler, 2002).
 As recommended by Dahlberg, Drew
and Nysrom (2002) to demonstrate
intellectual openness and honesty
from the researcher. This was done
by identifying areas that have not
gone to plan or have altered since
the original proposal.
4.5 Ethical Considerations
Nursing researchers have a professional responsibility to design research
that upholds sound ethical principles and protects human rights (Speziale
and Carpenter, 2007). Within research four main ethical principles are
recognised these are beneficence, non-maleficence, autonomy and justice
(Hollaway and Wheeler, 2002; Parahoo, 2006; Speziale and Carpenter,
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2007). In terms of this research these principles have been
operationalised into a set of practical concepts in order to protect
participants, these are informed consent and confidentiality.
Informed consent recognises the respect for autonomy which means
participants of the research must be allowed to make a free independent
choice to take part with out coercion (Hollaway and Wheeler, 2002).
Therefore potential interviewees first received an invitation to take part
with basic details of the study. Once a reply was received the prospective
participant was contacted via telephone, participants were given further
verbal information about the study and a description of what to expect to
be asked during the interview. Participants were then given time to reflect
and consider this information before an interview was arranged. At the
interview, participants were given another information sheet with further
details about the study and a consent form. Participants were then given
the opportunity to ask any final questions before the interview began.
Informed consent can be problematic with qualitative research (Speziale
and Carpenter, 2007; Hollaway and Wheeler, 2002; Parahoo, 2006). As
the researcher does not know how the research will unfold unlike
quantitative research they cannot site in advance all the questions they
may ask (Parahoo, 2006; Speziale and Carpenter, 2007). Therefore
informed consent is a constant process (Parahoo, 2007). With respect to
non-maleficence this may sometimes cause issues, with non-maleficence
participants must not be harmed (Speziale and Carpenter, 2007).
Therefore if the researcher senses that the interview has strayed into an
area that appears to cause the participant emotional distress, the
interviewer may need to change direction or end the interview (Speziale
and Carpenter, 2007). Given that there was a prewritten interview guide
for this study, it was felt that participants were able to understand the
topic areas addressed and were able to give informed consent.
With respect to anonymity and confidentiality this was practically
maintained by the researcher by ensuring participants were aware any
information given in the interview would remain confidential subject to
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personal and professional accountability (Speziale and Carpenter, 2007).
All transcripts were written by the interviewer, identifiable references were
removed from the transcripts and participants were given codes and
pseudonyms, any specific respite centres and schools mentioned were
also given alternate names. The tapes and transcripts were then kept
secure and any data stored on a computer was password protected and
destroyed on completion of the research in accordance with the Data
protection Act (1998) (Hollaway and Wheeler, 2002).
However with respect to confidentiality, the nature of qualitative methods
requires the researcher to remain alert to the possibility of unanticipated
dilemmas (Speziale and Carpenter, 2007). Given that parents were
discussing their children and the services they attended it was important
to acknowledge to the participant that if the interview revealed
information concerning risks associated with themselves, services or
safeguarding, it would be the duty of the researcher to report this
appropriately.
Finally, with respect to autonomy of the participant it was emphasised
that the participant was free to with draw at any point (Hollaway and
Wheeler, 2002). It was also explained to participants if at any point they
divulged information that they did not want to be used this would be
respected.
4.6 Summary
The overall approach to designing the method was based upon using a
qualitative phenomenological design. In order to engage in a method that
would elicit a deep understanding of parents opinions and experiences of
services. Parents were selected using a purposive sampling design and
partook in semi-structured interviews based at their childs school,
prompts were used to expand on parents experiences. The data was
continually analysed in order to modify subsequent interview guides.
Finally a thematic data analysis was conducted following Colaizzis (1978)
data analysis method. The themes which emerged from the data analysis
are discussed in the following chapter.
- 44 -
Chapter 5: Research Findings
5.1 Introduction
This chapter will provide an analytical account of the seven themes and
associated sub-themes which emerged from the interviews. Table 5
provides a summary of these themes and sub-themes.
Table 5 Themes and Sub-themes
Theme Sub-themes
1. The psychosocial impact. - Crisis management
- Personal relationships
- Work life
- Time with other children
2. Access to services - Available information
- Paperwork
3. Types of breaks - Informal
- Residential
4. Direct Payments - Knowledge and awareness
- Rationale for turning down direct
payments
- Rationale for using direct
payments
5. Transition - Fear
- Lack of continuity
6. Parent-social worker relationship - Positive experience
- Negative experience
- Change and number of social
workers
- Attitudes towards communicating
with social services
7. Parents and Policy
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5.2 The Psychosocial Impact
This theme describes parents opinions of the effects the services had on
their psychosocial well-being. There appeared to be four main areas which
parents identified services influenced their well-being. These were, crisis
management, personal relationships, work life and time spent with their
other children
5.2.1 Crisis Management
Two parents described before they had the opportunity to access breaks
they had reached a point of desperation.
I needed one day just one night to sleep thats all I just felt like
leaving him at the hospital because I was dying with exhaustion
(pseudonym) Harriet- (page number) 7
If we dont get a break soon were going to breakdown as a family
(Pam-11)
5.2.2 Personal Relationships
Parents had limited time for personal relationships. One parent stated due
to the limited services she accessed the opportunity to meet people was
minimal.
I dont have any life and there is no hope of me meeting anybody
else because I share a bedroom with my son. Its not like usual
families that split up and youre forty odd and your husband goes.
You have a disabled child it a whole different game (Harriet-34)
5.2.3 Work Life
Two parents expressed although they wanted to seek employment they
were restricted to certain hours and pay or they would risk losing
monitory benefits.
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What would earn me less than £90 a week? If I earn more than
that week they would take my carers (allowance) which is
ludicrous (Harriet-19)
Nevertheless parents expressed how much they wanted to work and the
positive impact that being able to work would have on their psychosocial
wellbeing.
I cant do nothing at the minute  hopefully in the future Ill be
able to go out and work and feel like a proper man (Keith-24)
5.2.4 Time with Other Children
For the parents who had other children at home a common concern was
having enough time to spend with them. Parents expressed the
importance of respite to allow them to bond with their other children and
partake in activities they may otherwise miss out on.
I feel that they (their other children) miss out because David is
within our family things like going for a long walk in the country
David cant walk you couldnt do that sort of thing with a
wheelchair (Jayne-11)
5.3 Access to Services
Two areas were highlighted which influenced their awareness of and
access to services these were access to information and paperwork.
5.3.1 Access to Information
Most parents expressed that there was a significant lack of forthcoming
information about services and often felt that they needed to seek out the
information then ask for the services themselves.
There is not really anybody that can say this is what happens I
have had to do most of the research (Lynn-7)
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However, although many parents felt that information was lacking, many
recognised that being in a special school environment exposed them to
information about services they may not have access to if their child had
been in a mainstream school.
In a special school you get information about whats available for
children with disabilities... because its geared around disability it
makes me think crikey! whats it like for children that arent in
special school? (Pam-16)
5.3.2 Paperwork
Parents were often dealing with large amounts of paperwork. Two parents
specifically identified that it was not just the amount of paperwork that
caused frustration but the complexities associated with completing it.
Everything is there to try and knacker you up they dont make
anything easy, this DLA you have to re-apply every 3 years its
stupid because what hes got is incurable (Keith-19)
you look at forms and you think you answered this question
already so you answer it the same way but its not its worded
differently and if you dont check you end up losing your benefits
(Eliza-20)
5.4 Types of Breaks
When parents were asked about the respite that they accessed they
highlighted two main types, these were informal and residential breaks.
5.4.1 Informal respite
Most of the parents acknowledged the importance their extended family
played in supporting them. This support decreased as their families aged.
My parents are absolutely brilliant but with Amy getting a bit
older and getting more demanding its got to the point where we
needed to start looking for respite. (Pam-4,5)
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One participant described the importance of her daughter in providing
respite.
His sister does most of the care because it is difficult to get
someone to understand the diabetes and the autism, you know?
People are just scared of it she has been brought up with it she
knows every sign she knows how to respond (Harriet-12)
However, her social worker did not appreciate the support the daughter
provided.
She said (social worker) your better off now youve only got one
child now not two, which I thought was a bit disgusting because the
child I have got is severely disabled I couldnt leave him, at least
when Rachel (Daughter) was here I could go out (Harriet-16)
5.4.2 Residential
When parents discussed residential respite they highlighted respite
provided their family with a break and the need for their children to spend
time away from their family.
You love your children but its hard work and you get tired and they
get tired of you (Rachel-22)
Most parents likened residential respite to sleepovers they would have
had as children and acknowledged that respite provided a great
opportunity to grow socially.
Amys social skills are sometimes lacking she needed to be around
a lot of children and get more independence (Pam-14)
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5.5 Direct Payments
All parents were asked to expand upon their knowledge and opinions of
direct payments. The majority of participants provided a rationale to why
they had decided to remain with their current services. These are
described below.
5.5.1 Knowledge and Awareness
There were conflicting experiences in being offered direct payments. One
participant recounts
I think the social worker just sent me some leaflets (Eliza-9)
Whereas another participant found that direct payments were really
promoted despite the fact she chose not access them.
I felt they were really trying to pushing direct payments I really
had to stand my ground (Rachel-11)
Most parents did acknowledge that at some point direct payments had
been mentioned by the social worker but they still felt uninformed.
I thought when you meant direct payments I thought you meant
like DLA and that kind of thing (Keith-2)
Other parents were more aware of direct payments and although they
could provide a basic description they were not confident about what they
could access.
We were going to apply for direct payments but Im not 100% sure
what they are, they give us money and we pay the scheme or
whatever (Brenda and Harold -13)
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5.5.2 Rationale for turning down direct payments
When participants described reasons for remaining with their current
services they provided explanations that fell into three main areas these
were; the responsibility, satisfaction with current services and safety.
In terms of responsibility four parents described feelings of concern when
it came to organising employment.
I didnt embrace the thought of direct payments, I didnt want the
responsibility of sorting out monies for people and taxes.I didnt
want to have more responsibility I wanted it taking away (Pam-14)
I can remember thinking oh Im not going through all this tax and
insurance and vetting people because you dont get much more
benefit from what I can gather, it to much agro (Keith-6)
Furthermore, parents described there was no need to change to direct
payments as they were satisfied with their current services. Most parents
held the opinion that direct payments would mean paying for someone to
be one-to-one with their child at their home and therefore lose the
socialisation they were exposed to at residential centres.
David is a very sociable and somebody coming in on a one to one
it wasnt for him (Jayne-14)
Another parent recognised that considering that her child had autism any
change would upset him.
He has autism he likes his routines so to have direct payments
and change him from his respite it just wouldnt work (Eliza-10)
Parents expressed concerns that choosing direct payments would
potentially risk the safety of their child. This was mainly associated with
the lack of obligation for carers employed by direct payments to under go
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CRB checks. As their children would not understand nor have the ability to
tell their parent if something untoward happened.
I dont know whether they have had a check so I would rather not
take the chance you see at the moment he cant to tell me
anything (Eliza-9)
5.5.3 Rationale for Accessing Direct Payments
Although only one parent interviewed accessed direct payments, other
parents showed interest in accessing it in the future.
I think Id feel in control of determining who would look after him
whereas obviously at a respite centre we wouldnt choose the staff
or anything we wouldnt particularly know them (Lynn-30)
From the perspective of the parent who did access direct payments she
highlighted its flexibility as a key benefit.
It is very flexible, I had to go over to Bulgaria I had seven days so
the money I got for a month I and paid it all in one for the seven
days (Harriet-17)
However, she also described, despite its flexibility there were often
difficulties with monies and paperwork.
To start with I thought there were just two forms; one for
monitoring and your bank statement. Now apparently there is a lot
more to ityou have to pay 20p in every pound tax and you have
to write this out every three months and send this money to the tax
man, which I didnt know about so Im in a bit of a mess (Harriet-
14)
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5.6 Transition
With respect to transition there were three particular areas that parents
described these were; fear, lack of middle ground and lack of continuity.
5.6.1 Fear
Most parents experienced a significant amount of worry when discussing
about adult services, the majority referring to horror stories that they
have heard about the lack of services.
I dont know what services there are.I hear so many horror
stories really about adult services, that he gets to 19 and
everything stops I dont know what is out there (Jayne-9)
One participant whose child was only 10 at the time of the interview had
already started to become anxious about adult services.
It is a big worry I hear that there is not a lot out there from other
parents talking because he has got so specialist needs I worry there
is going to be nowhere suitable for him to go (Lynn-2)
Other parents expressed specific stress regarding the difficulties in
associated change in benefits and money.
Everything seems to changeIm just dealing with his money and
its a nightmare, he cant handle a bank account (Keith-18)
5.6.2 Lack of Continuity
When parents discussed their experiences of adult services they identified
that there was a large gap between the ages of their children and the
people who accessed the adult day services.
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We went to a day centre you have got older people with special
needs you cant throw a 19 year old in with them! But they are
doing it they are all Oh they are special needs we can stick them
all together (Brenda and Harold-11)
Two parents feared in adult services there was nothing that would
continue to bring out their childs potential.
Its pretty disgustingyou know if you cant get a work placement
you know its like you build them up going through school, respite
builds them up and as a parent you build them up then its like
they leave school and theres nothing (Rachel-18)
5.7 Parent-Social Worker relationship.
Of all the parents interviewed there was a clear divide in their experience
of social workers. This was directly related to the level and quality of
communication and co-operation between parent and social worker.
5.7.1 Positive experiences
Parents described a positive relationship with their social worker was
integral in supporting them as a parents.
It is good to have a social worker behind you theyre not just
there for you child, their a back bone for you as a parent and a
carer (Rachel-21)
Three parents specifically related their positive experiences to the level of
understanding and empathy their social worker portrayed when organising
their services.
If were having any problems I know shes just at the end of the
phone shes very willing to take all my phone calls (Pam-20)
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5.7.2 Negative Experiences
Five of the parents recollected negative experiences when working with
their social workers. These experiences were often down to a lack of co-
operation and commitment from social workers.
I dont get the feeling of commitment to her hes a name that is
going to be put in a pigeon hole (Brenda and Harold-33)
One parent described that the negative experiences they had were
attributed to a lack of communication.
Its lack of communication a lot of ityou have to constantly get on
the phone to themthey dont phone you (Brenda and Harold-7)
Two parents described feelings of frustration caused by the apparent lack
of knowledge the social workers had about their children or their situation.
they think they know Steven cos theyve read a book on his
condition (Keith-22)
There is no personalisation there they have never taken the time
to actually get to know David. (Brenda and Harrold-31)
5.7.3 Number of social workers
All the parents had been assigned a number of social workers over short
periods of time. One parent recollected that they had so far had eleven
different social workers and their child was only 13. This was often a
cause of frustration.
It is a pain you just get used to one and theyre getting to
understand what you want and what you need and theyve gone
and you have to start all over again its really irritating (Eliza-6)
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5.7.4 Attitudes towards communicating with social services
During the interviews parents felt in order to get services it was a fight.
They felt it was more of a battle than an empowering relationship. Of the
participants four expressed this opinion
You have to fight for everything nobodys going to come running
after you (Harriet-28)
Conversely two parents expressed that holding the above attitude is
unnecessary and creates a barrier between parents and services.
I think it makes a huge difference if you go in with an attitude
fighting like that your not going to get anything because you are
just going to get peoples backs up (Jayne-28)
5.8 Parents and Policy
Two parents regularly attended Aiming High conferences. Both parents
expressed that being involved in these conferences was an empowering
experience and allowed their voice to be heard.
She said (from Aiming High) we value your input because unless
parents tell us what they need we wont know (Eliza-27)
When questioned further about whether they felt that their input had been
listened too, one agreed that since attending the meeting changes had
been made
When youve gone to the first one they have obviously listened if
they dont sort of repeat what they have done since the first
meeting you know they have to answer to you (Rachel-23)
The other parent expressed that so far she had seen no change
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I am hoping that all the information that well have given will
change but so far I have not seen any of these changes I have seen
none what so ever (Eliza-26)
Consideration is needed, here due to the short timing between the
interview and the conference; it may have been premature to assume
changes would have been.
5.9 Summary
The thematic analysis of parents experiences has highlighted key issues
providing the opportunity to analyse these further within the discussion
(Chapter 6) of the studys aim in light of the literature and policy reviewed
in previous chapters. Whilst the findings are not consistent they provide
an insight into parents experiences as well as recognise areas that have
not previously been identified.
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Chapter 6: Discussion
6.1 Introduction
This chapter attempts to ascribe meaning to deepen understanding of the
findings in relation to the literature, policy and legislation discussed in
chapters two and three. Implications for nursing practice and
recommendations for future research will be discussed in light of the
findings.
6.2 The Psychosocial impact
6.2.1 Crisis Management
The findings indicated that parents still reached crisis point prior to
accessing services in concurrence with previous research (Catherall and
Iphofen, 2006; Corkin, Price and Gillespie, 2006). However, unlike
previous research parents were interviewed post Aiming High (2007).
Therefore, parents experiences here may be used to shed light on the
effectiveness of Aiming Highs (2007) commitment to early intervention.
Although some perspective is needed as some parents may have been
recalling events prior to its release.
The Early Support Programme (ESP) set up in 2002, is a partnership
between the Government and the voluntary sector to improve co-
ordination of services for disabled children and their families, from birth to
five (Aiming High, 2007). Interestingly families here experience least
stress during the childs infant years, when, the child is still relatively
small and care giving is at its least physically demanding (MacDonald and
Callery, 2003; MacDonald and Callery, 2007). Therefore, The ESP, may
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aid families in the early years of caring for a disabled child, but there is
still a need for interventions in later childhood
Parents interviewed said, it was when their child was approximately 10
years old, the level of need became a strain on the family. However, until
the Connexions service becomes available at age 13, there is no targeted
intervention. Even when Connexions does step in it is guided towards
education and employment, not managing respite. Arguably support
programmes do not intervene at the time when parents need support.
Consideration is needed to develop an intermediate programme of support
between these services. However, the lack of intervening services here
indicated that parents lacked knowledge of services and therefore reached
a crisis point before asking for help.
The practicalities of establishing a service that provides early intervention
rests in the hands of effective commissioning. Aiming High (2007)
highlights there is a challenge of shifting allocation from crisis provision
to early intervention, given finite resources (p37). Local authorities will
rightly prioritise those with greatest need, but inevitably this reduces
resources to provide early intervention, exacerbating the number of
families that reach crisis point.
Nurses should be equipped to guide families in accessing services post
discharge. Given a hospital admission may indicate a change in the childs
care needs. This will reach some families and provide early intervention.
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But it is not the ideal; a permanent shift to early intervention relies upon
the effective allocation of government funding.
6.2.2 Personal Relationships
Parents prioritised spending time with their other children during their
short breaks, spending little time together as a couple. Literature has
discussed this lack of quality time as a contributory factor to family break
ups (Todd and Jones, 2005; Catherall and Iphofen, 2006; Hudson, 2003;
Banks, 2003). It is difficult to see how this situation can be resolved as it
is up to parents to choose how to spend their breaks. What this study
proposes, is to develop support networks for parents to spend time
together and discuss how to cope caring for a child with learning
disabilities and provide relationship support.
Harriet (p 34)11 a single parent, discussed the impact of her marital break
up. Her description was a reflection of the previous findings of Todd and
Jones (2005). Harriet was experiencing multidimensional changes; the
departure of her daughter from the family home, changes in levels of
service provision that resulted in limited opportunities to socialise. All of
which Todd and Jones (2005) describe as negatively influencing a
mothers psychosocial wellbeing. However, as this study only refers to one
mother, the extent to which these challenges apply to single parents
cannot be estimated. There is a need for further research in the life course
events of single parents caring for a child with complex needs in order to
create responsive services.
11 The parents pseudonyms have been used when describing particular
experiences in order for the reader to relate the discussion with the findings.
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6.2.3 Work Life
The findings highlight a lack of opportunity to seek employment has
detrimental effects on a parents psychosocial wellbeing as they feel
isolated and less of a person (Todd and Jones, 2005; Valuing People,
2001). However, rather than highlighting the need for flexible work to
cater for the unpredictability of their childs complex needs (Corkin et al,
2006) parents focused on the loss of monetary benefits12 if parents
earned over £90 a week. Therefore parents often felt that it was not in
their best interests to seek employment.
Valuing People (2001) recognises that parents are often faced with
decreased employment opportunities. To ensure families did not suffer
financially Valuing People (2001) increased Carers Allowance by 70%.
Although beneficial, it is not a solution. Despite Valuing People (2001)
advocation that parents should be empowered, in reality it could be
argued policy has taken an easier option by encouraging the take up of
carers allowance, rather than providing flexible services which would allow
parents to access employment, regardless of the fact this might well
improve a parents psychosocial wellbeing.
6.2.4 Time for Other Children
There is limited evidence identifying the effects caring for a child with
complex needs has on the relationship between parents and their other
(non-disabled) children. It can be assumed that for parents to build a
positive relationship with their children they need to spend quality time
12 Particularly Carers Allowance
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together. Although this is often difficult as Catherall and Iphofen (2006)
acknowledge, the only time families had quality time together was when
their disabled child was in respite. To an extent the study reflects this.
However, parents here gave examples of where they had attempted to get
involved in activities as a family e.g. disabled brownies13. This was set up
to include the children with disabilities and their siblings. However,
parents reflected that the non-disabled children often formed a clique
therefore the disabled children were not integrated.
Although parents wanted to engage in activities as a family, in reality, the
activities available were not creating a feeling of inclusion. For inclusion to
occur relies not only creating mixed activities, but a change in societal
attitude. However, this may be difficult given that many children with
disabilities still access specialist services (NSF, 2004). Therefore, the
children have limited opportunities to socialise together and when they do
they remain separate. Consequently making it difficult for families to
engage in activities where all parties will get the same enjoyment.
6.3.Access to Services
6.3.1 Availability of Information
Parents in this study often had to seek information regarding services.
This was significant as it has shown that the Governments commitment to
providing accessible information (Aiming High, 2007; Valuing People,
2001) has not created the necessary impact. However, whilst lack of
forth-coming information was a theme in the findings, this sample only
13 The name itself is a contradiction in terms.
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reflects one group of parents from the same area. Given that policy
indicating information delivery is subjective to the interpretation of each
local authority, parents experiences will vary across the UK, therefore
further investigation is needed to compare this variation.
In concurrence with Preece and Jordan (2006) this study highlights being
in a special school environment exposed parents to information about
services compared to their previous experience in a mainstream school.
As parents from mainstream schools were not interviewed as part of this
study further comparison in this area is restricted. However, if this is the
case in the future, there needs to be an increased transparency of
information for parents, irrespective of the school their child attends. The
best way to achieve this is to take Aiming Highs (2007) approach in
consulting families in the designing and distribution of information.
6.3.2 Paperwork
The discussion around paperwork focused upon the application and
granting of Disability Living Allowance (DLA), parents experiences found
the process complex, further exploration has highlighted how these
complexities will influence access to services. The parents involved had
English as their first language. Those with limited English may be less
likely to apply for DLA thus losing financial benefit for their child. Ellis,
Logan and Pumphrey et al (2007) findings shed light on this issue by
asserting that non English speakers are less likely to be granted DLA
because the forms are confusing. Practitioners need to be aware of the
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complexities facing families seeking DLA, provide assistance in making
applications, and to advocate a fairer simpler system.
6.4 Types of Breaks
6.4.1 Informal Breaks
Participants demonstrated more dependence on family support in this
study compared to the findings of MacDonald and Callery (2003). Rather
than expressing feelings of unease asking family members to provide
care, parents indicated that they had confidence in their extended families
to provide care. However, what this study has found consistent with pre-
existing literature, is this support wanes as the child ages and so service
intervention becomes a necessity (Todd and Jones, 2005; MacDonald and
Callery, 2003).
Informal care is of great benefit to families and should not be
underestimated. Doing so may in fact be detrimental to the functioning of
the family. When the support begins to fade new services need to be
prepared to support families. This was identified by the findings, where
Harriet (p16) recalled that her social worker had lacked appreciation for
the support her daughter could provide. However, whilst the importance
of siblings in providing informal breaks is beneficial for their families,
research is needed to identify the impact this may have on their
childhood. Whilst it was out of the scope of this study to discuss the
experiences of siblings, this aspect needs to be understood to inform
future services.
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6.4.2 Short Breaks
In terms of care provided by the family to formal care provided by social
services, parents in this study appeared only to access residential
placement as a form of short break. Only the parent who accessed direct
payments had home-based-breaks.
Many parents often described that residential breaks provided their
children the opportunity to socialise; therefore they indicated home-
based-breaks were not ideal. This supports the findings of Olsen and
Masline-Prothero (2001); despite the fact their data collection was prior to
policy developments, parents still highlighted that home-based-breaks
may have resulted in increased isolation of their child.
However, the difficulties of the research in this area (MacDonald and
Callery, 2003; Jackson and Townsley, 2001) and particularly in this study
was that parents were providing a rationale for choosing one type of
service over another. Inherently they may have provided a positive
perspective for the service they received by providing generalised
comparisons between types of breaks to justify their decisions. They were
not specifically looking at one type of break and discussing their
associated positives and negatives. Therefore, it is problematic to assume
that residential services did provide the perfect break for parents just
because they did not suggest any problems, such as the increased work
load in preparation for their childs break (Ashworth and Baker, 2000).
Furthermore Aiming High (2007) infers there is a distinct variation of
short break provision across the UK, in terms of lengthy waiting times and
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poor flexibility. Therefore, rather than comparing services future research
needs to take a more precise approach to identify issues associated with
the efficiency of each type of short break, particularly in terms of
evaluating the effectiveness of the £280 million allocated by Aiming High
(2007).
In terms of providing family centred services, this study can be used to
inform practice. Parents acknowledged that a change of environment was
beneficial in providing their child with an opportunity to socialise, whilst
also allowing them time to spend with their other children. It may be
pertinent to suggest health professionals, including nurses need to
consider the alternative meanings of respite when designing service
packages.
6.5 Direct Payments
6.5.1 Knowledge and Awareness
Many participants had a limited understanding of direct payments or what
it could be used to buy. Most parents thought that direct payments could
only be used to pay for home-based-breaks. This misunderstanding
caused parents, who would be unhappy about changing to home-based-
breaks, to reject direct payments.
When parents discussed the level of information they received regarding
direct payments their lack of knowledge was understandable. Most
parents recollected the social worker mentioning direct payments but not
to any great extent. Most information provided amounted only to
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supplementary leaflets similar to the observations made by Ellis (2006). It
was also clear information the parents had received was ambiguous, given
Keith (p2) interpreted direct payments to be another name for DLA.
The Health and Social Care Act (2001) made it law for social workers to
offer direct payments. However, information distributed to the parents
here was clearly not sufficient to provide parents with the correct
understanding. It is difficult to infer why social workers did not appear to
provide comprehensive information. Therefore to develop upon the
findings it would have been beneficial to interview social workers. Previous
literature has tried to explain this issue and have referred to the fact that
often social workers themselves are unsure of the practicalities of direct
payments (Swift, 2007; Priestly et al, 2006).
Lack of forth-coming information will clearly have implications on the
uptake of direct payments. However, the findings here may not truly
reflect the amount of information parents actually received. Parents were
describing their experiences from memory therefore their recall of the
information given may have been limited.
6.5.2 Too much agro or flexible and in control?
With direct payments parents fell into two categories of opinion too much
agro and flexible and in control. The following will discuss the thinking
behind these opinions.
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Parents in this study often referred to the increased responsibility of direct
payments, paying tax on the money and finding suitable employees, this
was undesirable to many parents. The extremely limited literature that
examines parental perception of direct payments restricts discussion on
the subject. Nevertheless, it is possible to derive some perceptions of
direct payments indirectly from studies which did not particularly set out
to identify parents opinions. For example, two studies discussed in
chapter three (Slater et al, 2007; Leece and Leece, 2006) noted the extra
responsibility and paperwork were unwelcome to parents. With these
difficulties in mind, the interview with Harriet (p14) who accesses direct
payments described that there was many problems with the paperwork
which was causing her stress. It appears that although direct payments
may offer choice and flexibility, it is apparent that there is a fine line
between giving parents control and burdening parents with complete
responsibility.
Policy too, has understood that in some cases direct payments may
burden parents. For example Aiming High (2007) acknowledges that
parents appreciated the control offered, but found managing direct
payments to be difficult. Despite the governments overall push to get
parents accessing direct payments, Aiming Highs (2007) main aims are
more parent focused, looking at what parents need from their services
.i.e. regular short breaks, rather than emphasizing that direct payments
or in the future individual budgets can be used to provide these breaks.
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However, despite the limited recommendations regarding further action of
direct payments within Aiming High (2007), it suggests allowing the
people to make their own decisions about their care means, it is less likely
that resources will be wasted on inappropriate provision. However, based
on the responses from this study it is questionable whether realistically
direct payments will ensure parents receive appropriate provision if they
were to take up direct payments. For example, parents were concerned
who they could employ, therefore it could be assumed that parents may
not always be accessing an appropriate service, just the only one they can
find. This was a significant issue, particularly with regards to safety.
Parents were apprehensive about the lack of obligation and/or
responsibility of the parent to CRB check a potential employee. As a result
many expressed a concern about the vulnerability of their children.
Although exploitation is clearly a cause for anxiety, parents who were
more positive towards direct payments actually felt that by allowing them
to decide who cares for their child, their child is in fact safer. However,
there is limited research into this area.
Previous studies discussed (Ellis, 2007; Priestly et al, 2007) the fact that
social workers fear that in some cases the child and family may obtain
inappropriate service. For instance, Harriet (p12) on most occasions
employed her daughter to provide care, this was positive as she found it
was difficult to find someone she could trust who would understand her
sons condition. However, she also described that often the relationship
between parent and daughter and, employer and employee were
conflicting and stressful. Although Harriet was happy with the care her
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daughter could provide, it is easy to see the difficulties which may be
associated when there is the option to employ family members. This in
turn would work against Aiming Highs (2007) assumption that direct
payments would use resources more effectively.
Parents who favoured direct payments were particularly appreciative of
the flexibility they could provide. Both in allocating care at a time that was
appropriate for them and in ensuring their child could engage in activities
they enjoyed with a carer. Although, further research is needed, what is
worth noting from the findings here is that some parents could see direct
payments could provided them with an empowering experience.
Therefore, future services should focus on tackling the administrative
burden so more families may participate in direct payments.
One area that neither policy nor previous research has identified as an
option when using direct payments is the use of agencies. These are small
private companies all of which need to be registered with The Quality Care
Commission14. They recruit and train staff for particular roles. This enables
carers to pay the agencies direct, which means in terms of responsibilities
the agency is then accountable to deal with administration of paperwork15.
Essentially the creation of these agencies demonstrates the potential
beginning and progression of privatisation within health and social care.
Race (2007) has discussed that direct payments will result in a market
place of a wide range of agencies competing for contracts producing
innovation and efficiency by its nature. However, as there is limited
14 Previously the Commission for Social Care Inspection (CSCI)
15 Such as tax, national insurance, holiday and maternity pay
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acknowledgement of such services in research, it is difficult to evaluate
their effectiveness.
6.6 Transition
In terms of transition, the three sub-themes identified in the findings are
all interconnected (fear, middle ground and lack of continuity) as such
they will be discussed together, as it is apparent that the fears associated
with transition are closely related to the lack of awareness of appropriate
adult services.
It should be noted that this study was not looking particularly at parents
opinions in relation to transition. But as the issues around transition were
significant to families the inclusion of this topic is necessary to present a
full picture of their experiences, however it is not exhaustive.
All parents interviewed described experiencing a significant amount of
stress when contemplating transition. Parents recalled horror stories that
there was nothing once the child left education. Within chapter three this
study highlighted an abundance of literature which also acknowledged
that the period between adolescence and young adulthood was often
complex despite the changes in service provision (Todd and Jones, 2005;
Catherall and Iphofen, 2006; Hudson, 2003; Banks, 2003).
In terms of this discussion the aim is to gather a deeper understanding of
the causes of these stresses and what services can do to respond. This is
where the themes intertwine. The fear was generally reported to be
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associated with the lack of continuity to adult services. This could be
attributed to two factors, either, parents have a lack of knowledge about
adult services, or, in fact there really is very little to access when their
child reaches adulthood.
From the literature reviewed we can see that parents commonly lack
knowledge of the transition process (Tarleton and Ward, 2005). This
creates fear, as a result. Whilst it should be noted that the literature often
uses small samples, fear is a recurrent theme throughout the literature,
and the findings of this study. In terms of future services it is necessary to
focus upon what information families want and how they want this
information delivered. Tarleton and Ward (2005) have identified some of
these areas which are concurrent with the findings from this study, these
are; what are the elements and procedures that occur at transition, what
services are there available and what changes will happen to their
benefits.
Interestingly parents still had an apparent lack of knowledge surrounding
transition considering Aiming Highs (2007) £19 million commitment to
the Transition Support Programme (TSP)16. Although the transition
programme was only implemented during 2008, with the data for this
study collected early 2009, it may be assumed that in fact the programme
was in its early stages and therefore parents had not heard about it.
However, that view may be a little simplistic. It may be contentious to
suggest, but given the large monetary investment into this project it is
16 This aims to co-ordinate transition and provide families with high quality
information.
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fair to expect that there should be an awareness of this service. Therefore
it is quite interesting that parents not only had a lack of knowledge of
transition itself but at no point described having an awareness of the
Transition Support Programme, which in itself questions the effectiveness
of Aiming Highs (2007) investment.
Despite the level of commitment from childrens policy to ensure a smooth
transition, without good adult services, it will always be restricted. As
pointed out in chapter two adult policy remains limited. Therefore, it is
unsurprising that parents often recalled adult services did not provide the
same level of support as they experienced in childrens services.
Therefore, even if the TSP was effective in providing a good transition
eventually families will be faced with services which have even fewer
resources. For transition to be effective, the government needs to
consider making the same commitment to adult services as it has with
children.
One answer to making transition easier in terms of services may be to
reflect upon whether transition should occur as a matter of age or as a
matter of need. Direct payments can be formulated in childhood and
carried on into adulthood therefore there is the potential for families to
change their services in response to need (Improving Life Chances For
Disabled People, 2005). Therefore, direct payments may in some cases
offer a smoother transition.
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6.7 Parent-social Worker Relationship
Good communication and understanding with social workers were
significant in indicating parents positive or negative experiences of
services. The relationship between parents and any frontline health and
social care professional is significant in providing optimum service
delivery, owing to Elliss (2007) findings that according to Lipskys (1980)
definition of street level bureaucracy that in the end policy
implementation comes down to the people that deliver it. In to order
deliver this successfully there is a need for good communication and
understanding with the families, evidence needs to focus upon ways to
improve and maintain this relationship.
The findings demonstrated that half the parents felt by working in
collaboration with their social worker they gained a lot of information. It is
this collaborative working that is in many ways the essence of what
current policy is trying to achieve. Mitchell and Sloper (2001) have
identified from a review of policy and empirical data exploring parents
experiences in quality of services, that partnership with families is
important as professionals frequently rely upon the families knowledge of
their childrens needs. In order to move forwards the onus is on the
professionals to become more willing to listen to parents.
With the introduction of direct payments, some research has suggested it
has allowed social workers to work in a less paternalistic manner because
it makes their relationship with parents more equal (Stainton, 2002).
However, Harriet, a parent who accessed direct payments, described the
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social worker as giving her the service. When in reality the social worker
is not giving them anything, they are duty-bound to offer services,
particularly direct payments. Nevertheless, it is difficult to assume, based
upon one participant accessing direct payments, that they do not offer a
more collaborative approach.
However, without more research it is still possible to explore certain
elements in this area, such as interpreting what policy means by
collaboration. In particular Mitchell and Sloper (2001) have highlighted
that the language used by policy is not interchangeable. Policy often
identifies that family participation and empowerment lead into one
another; however, the two are not synonymous, participation of families
does not automatically lead to an empowering experience. The findings
here bear this out, as even the parents who did experience positive
collaboration with their social workers; the services they received were
not always viewed positively.
Moreover, even when communication was good between parent and social
worker, all parents identified that their social workers often changed and
as a result caused frustration. There is no literature that has identified this
trend. But, it is easy to infer that having a number of social workers over
a short period of time will have negative consequences for continuing
care.
The findings highlight there are still issues with implementing family
centred care. Given that almost ten years have past since Valuing People
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(2001), parents still described a lack of commitment from social services.
Parents often described having to fight for their services. From what can
be interpreted there appears to be two distinct possibilities which create
difficulties. These are, lack of knowledge on the part of health
professionals or, lack of appropriate commissioning on the part of local
authorities, which in turn has resulted in social workers being stretched to
working within finite resources limiting the time they can dedicate to
working with or delivering the ideal to families. Again, given the lack of
literature surrounding this topic, it is difficult to understand why this trend
occurs given policys clear intention to promote collaborative working.
6.8 Parents and Policy
Despite difficulties with collaboration with parents at service user level, in
terms of commissioning parent involvement is increasing. This was
portrayed by the experience of two participants, both of whom have been
involved in Aiming High (2007) conferences. What was significant to
identify here was not that parents had been involved in the commissioning
process, but that parents felt that their voices were heard, as already
mentioned participation does not necessarily mean change. Whilst both
parents described feeling empowered by the experience, they were split in
their opinions on whether they had really been listened too.
It is outside the remit of this study to evaluate the effectiveness of parent
involvement in policy development. However, in terms of the studies aim
to identify parents experiences regarding service delivery it is important to
recognise that parents distinguish themselves not just as the recipients of
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policy guidelines but are to an extent included. Hopefully with the
governments commitment to childrens services, this inclusion will grow
to a point where service delivery is designed by parents and not just with
their views in mind.
6.9 Implications for Nursing Practice
Whilst the topic explored may have looked more specifically at the role of
social workers in service delivery, there are some clear lessons to be
learnt in terms of nursing practice, particularly when ensuring the familys
wellbeing. Interestingly within this study no parent recognised nurses as
making a contribution to supporting parents. However, it is possible that
very few carers will have had contact with them unless a medical problem
occurred (Kirk and Glendinning, 1998).
Community nursing services17 need to be responsive to families who are
known to be providing care. To facilitate this, nurses need to discuss with
parents how they feel about the services they receive and where
necessary have knowledge about where to refer them for assistance.
Finally, this study has demonstrated that parents often feel they have a
lack of information about services. This report therefore reiterates that a
good understanding of information is critical for staff involved with
families, because unless nurses are familiar with the range of options
available, their ability to help families in this situation is limited.
17 For both adult and childrens services
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6.10 Limitations of the Research Study
This study has provided some valuable insight into parents experiences.
There are, however, some limitations with regards to the researcher,
sample and validity.
The researchers inexperience may have affected the credibility of the
findings (Hollaway and Wheeler, 2002). The inexperience did create
challenges at times, particularly during the early interviews. Nevertheless
during the interview process the researchers confidence grew, and
technique with probing developed. The lack of experience in early
interviews may have left avenues to be explored to which the researcher
was not receptive.
Although being a student nurse and novice researcher may have had its
drawbacks. Being a student may have also had advantages as the
researcher was not in a position of authority where participants may have
felt that their responses would have contraindications for the services they
receive. In particular, this studys aim to explore experiences both good
and bad may have touched some raw nerves and the objectivity of the
researcher may have enabled parents to feel as if the could speak freely
about these experiences an opportunity to make there thoughts heard.
The sample, although initially purposive, the time frame in which to
complete the research meant that the sample selection was determined
by response, rather than wholly selected by the researcher. The study
itself was small scale with only 9 participants and therefore the results
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may not necessarily be considered to be representative on a large scale.
However, the basis of the study was to select a sample that would
contribute to the deeper understanding of the phenomenon (Parahoo,
2006; Procter and Allen, 2006) not the generalisation of results. It needs
to be considered with regards to the response rate and transferability.
That the participants may have experienced particularly bad (or good)
experiences regarding services, therefore their experiences may represent
extreme cases. Parents who choose not to take part may have been
satisfied with their services and as such did not feel the need to take part.
Finally, while the rigor of the study has been previously discussed there
are particular issues regarding the confirmability. The interpretation of the
findings was based purely on the researchers understanding of the
themes. Although initially it was proposed that the findings would be
returned to the participants for validation due to the timing this was not
possible. Therefore the findings and discussion of the themes may lack
validity as they were purely subjective to the researchers interpretation.
6.11 Recommendations for future research
Throughout the discussion gaps have been identified regarding the
research surrounding this topic area. Further research is essential to direct
changes that need to be made within learning disability services
particularly regarding accessible information delivery to ensure that future
services are proactive rather than reactive to parents needs. Policy
guidance is already in place to make these changes, it is imperative that
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future research seeks to understand parents needs and experiences to
guide the effective commissioning of policy at local level.
Recommendations for future research are indicated to areas that have still
yet to be explored. Despite the studys best efforts to understand parents
experiences it still lacks exploration of families experiences from ethnic
minorities.
Finally, in relation to professional practice there is limited empirical
research that identifies social workers or nurses opinions on delivering
learning disability services. The findings from this study have highlighted
that there are presently areas that fall short of policy recommendations.
Arguably these areas may have occurred due to ambiguity in policy.
However, a lot could be learned from research that identifies what
practitioners feel the barriers are, in delivering a collaborative service.
6.12 Conclusion
The difficulty with discussing the findings in this study is there is limited
research which also reflects the experiences of both parents and
professionals. As such this study is limited in its ability to provide a
conceptual framework to explain the meaning of these findings.
Nevertheless, this discussion has provided a base for future research in
this area and has identified a number of issues regarding the application
of current services in practice. Chapter 7 will conclude this study and
explore the implications of these findings on the potential direction of
future services.
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Chapter 7: Conclusion
This chapter concludes and reflects upon the findings and research aim. It
initiates a discussion of recommendations for future practice. Finally, it
provides a personal reflection of this dissertation.
This study aimed to explore parents opinions and experiences of
childrens learning disability services as a whole. Throughout data
gathering, the study began to lead in certain directions based on parental
responses, particularly highlighting the accessibility of information, short
breaks and direct payments. Of these services the findings indicated
relating factors these were; the psychosocial impact of caring, the
transition process and relationships with health and social care
professionals.
Discussion surrounding these themes highlighted that, despite policy
recommending responsive and timely support (Aiming High, 2007)
parents still reach crisis point before intervention. This causes
unnecessary stress that negatively impacts upon parents psychosocial
wellbeing. Lack of early intervention has been associated with the lack of
accessible information and difficulties with applying for services.
The parents experiences of short breaks reflected previous literature,
highlighting that parents preferred short breaks at residential centres.
These were perceived to provide both the family with a more substantial
break to engage in activities with their other children, and an opportunity
to promote their childs social independence.
- 81 -
Health professionals, including nurses, need to understand the meaning of
short breaks for families so they can organise care in partnership. The
study has highlighted that often families feel their care remains
paternalistic owing to a lack of consistency of communication and
understanding between professional and parent, which as a result had
direct implications in delivering services that promoted access and
empowerment (Aiming High, 2007).
Although policy has indicated the use of direct payments to facilitate
access and empowerment (Aiming High, 2007) families demonstrated
little knowledge around their use. From what the parents did understand
they inferred the increase in responsibility, paperwork and lack of formal
CRB checks, led to the majority of families deciding to remain with their
current services. However, some families were receptive to direct
payments ability to provide them with control and flexibility.
Concerning the future transition process, the findings were consistent with
previous research and indicated despite the £19 million investment from
Aiming High (2007) families still described concerns about future services
for their child. In this study, the fear was attributed to the lack of
knowledge and options about adult services
Finally, despite current issues, future policy is becoming increasingly
receptive to parental involvement. Parents and providers hope that while
services remain inadequate they are developing in response to parents
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needs. This study has hopefully shed light on areas that are identified as a
priority in policy but are confused by interpretation at operational level.
7.1 Recommendations for Future Practice
This researcher concludes that policy may improve the experiences of the
parents but there is a need for fine-tuning. What is important, given the
lack of literature that elicits parents experiences of this topic, is that the
findings here are used to base the following recommendations.
The key factor concerning familial experiences with services at any level
was the lack of information available. In many cases they felt information
was neither timely nor forthcoming, generating anxiety particularly at
transitional periods. Therefore the recommendations should focus upon
ways to deliver timely information.
This study proposes the development of unambiguous standardised
training for health and social care professionals, suggesting the need for
inter-professional learning of social workers and nurses. Literature has
already acknowledged that a lack of standardised training across the UK
has led to a subjective interpretation of the policy (Ellis, 2007). It is
important that nurses and social workers are aware of what their roles in
delivering information are and an understanding of when support may be
needed.
Timely information is just the first step in providing support. A second set
of training should develop collaborative working styles between
- 83 -
professional and parent. It is clear that participation alone on the part of
the parent does not lead to empowerment. Here training is more geared
to creating a change in attitude, than a change in knowledge,
professionals are already aware of the need to include parents in care
packages, but this inclusion is subject to interpretation. Therefore,
professionals should acknowledge not just when but how to engage with
families, so that both parties can organise a service that is beneficial for
the child.
The above training should be implemented at student level. However,
there is a need to reach those already in practice, therefore it is suggested
that training is promoted throughout Primary Care Trusts and Local
Authorities to engage with pre-existing social work and community
nursing teams.
7.2 Reflection
In reflecting upon this research, the inclusion of nurses and social workers
experiences would have enhanced a deeper understanding of service
delivery. I had also wished to look further into the delivery of direct
payments but given the lack of literature and availability of parents who
accessed the services; this was unrealistic in the time frame. Despite this,
I feel the study has highlighted some of the issues associated with this
service and provided indications for future research.
In terms of my personal development I have grown, through overcoming
various difficulties associated with recruiting participants, planning and
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time management. I have gained confidence in my ability to manage a
research project. In sharing experiences with parents I have a deeper
level of awareness that while the child is the centre of care delivery, the
family are a part of this and their wellbeing is paramount in enabling them
to continue caring for their child. The necessary limits on the length of this
report means it has been difficult to portray all the aspects families face.
However, it is my responsibility to understand these difficulties and be
aware of how families as a whole can be empowered with nursing support.
I will finish this with a quote from a parent,
Im a bee, bees shouldnt fly, theyre not aerodynamic, but no one has
told them so they keep flying. Somebody should sit me down and say you
cant do all this, its impossible, but nobodys told me so I just do it
(Harriet-p43)
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